OBJECTIVE: Cross-cultural ethical conflicts are common. However, little is known about how and to what extent acculturation changes attitudes toward end-of-life care and advance care planning. We compared attitudes toward endof-life care among Japanese Americans and Japanese in Japan.
I
n the United States, advance care planning is promoted to facilitate medical care toward the end of life.
1±3
Advance care planning, the process of considering the patient's preferences in deciding on a plan for future care, often employs an advance directive to specify care preferences and a surrogate to make decisions if the patient is unable to do so. Studies in the United States reveal that patients and the general public desire to discuss end-of-life issues with their physicians, and endorse advance directives. 4±7 Acceptance of advance care
planning among non-whites, however, is lower than among whites, 8±10 and advance directives may not meet the needs of some ethnic groups. 8,11±13 This is illustrated in the many cross-cultural difficulties with end-of-life care decision making.
12±17
Clinicians in culturally diverse settings commonly describe ethical dilemmas due to cultural variation in end-of-life preferences and perceptions of how decisions should be made. Examples include families and patients that block information disclosure, variable locus of decision-making authority, and unusual views about acceptable permanent health states. As the U.S. population becomes more diverse, investigation into cultural diversity is increasing. 8,12±18 Although understanding cross-cultural variation in decision-making attitudes and preferences would facilitate clinical decisions, there has been little investigation into the decision-making models of ethnic groups and within-group variation due to factors such as acculturation. The objective of this study is to investigate how and to what extent acculturation influences attitudes toward end-of-life care among individuals of Japanese descent. Japanese culture, which traditionally emphasizes familial harmony, engenders end-of-life practices and communication styles that differ substantially from those in the United States. 11,19±33 For example, in Japan, a fatal diagnosis and prognosis, especially cancer, often are not disclosed to the patient, 23±27 and the family is preeminent in the decision-making process.
27±30
Furthermore, the concept of advance care planning is unfamiliar in Japan. 27,29,31±33 In addition, the long history of Japanese immigration to the United States yields a wide range of generations, from first to fifth, with multiple levels of acculturation. 34, 35 In this study, we examine the association between acculturation of Japanese Americans and Japanese in Japan regarding 1) desires to discuss end-of-life issues with a physician, 2) preferred decision-making model, 3) disclosure of bad news, and 4) attitudes toward forgoing care and advance care planning.
METHODS

Study Population
To explore attitudes toward end-of-life care, we targeted older Japanese Americans and Japanese. We identified 2 Japanese-American cohorts with different levels of acculturation and 1 cohort in Japan. As a proxy measure of acculturation, we used Japanese language fluency as a sampling frame. A more-acculturated cohort, Englishspeaking Japanese Americans (EJA) were randomly sampled from the member lists of 3 geographically different Japanese-American community centers in the greater Los Angeles area. A less-acculturated cohort of Japanese Americans, Japanese-speaking Japanese Americans (JJA), were derived from the residents of 2 apartment complexes for Japanese elderly in Little Tokyo, Los Angeles, members of the 2 social clubs for Japanese elderly, and the Japanese staff of 2 Japanese-American social organizations in Los Angeles. The Japanese cohort in Japan was sampled from a social club for the elderly and older family members of workers at a hospital in Nagoya, Japan.
Questionnaire Development and Translation
The self-administered questionnaire developed for this study includes both previously validated 8, 12, 36 and newly designed scales. First, an English language instrument was developed on the basis of the findings from 9 focus groups with English-speaking Japanese Americans, 5 focus groups of Japanese-speaking Japanese Americans in Los Angeles, and 5 focus groups in Tokyo, Japan. 37 Survey items were modified and newly developed on the basis of these findings. In order to create the Japanese language survey, we employed forward and backward translation. Two bilingual translators, native speakers of Japanese, independently translated the English questionnaire into Japanese. Another bilingual translator reviewed these Japanese translations, reconciled differences, and created a draft Japanese questionnaire. Subsequently, a bilingual translator, who is a native speaker of English, translated this Japanese questionnaire back into English. The English back-translation was compared to the original English questionnaire. No major contextual differences were found; minor changes were made to clarify meaning and ensure congruence of items. Included in the survey were the SF-12 Health Survey 38 derived from a previously validated Japanese version of the SF-36 Health Survey, 39,40 and
Ende's autonomy preference index. 41, 42 We pretested the Japanese language questionnaire items among 10 bilingual Japanese Americans living in Los Angeles. This pilot revealed that the English and Japanese language surveys took approximately 20 minutes to complete.
Survey Contents
The survey consists of demographic questions, questions about health status, and questions about end-of-life decision making. Demographic items queried age, gender, annual household income, years of education, marital status, residential status, religiosity, religious affiliation, and health insurance status. Measures of health and health care included a count of chronic health conditions and health-related quality of life (HRQOL) using the SF-12 Health Survey, hospitalization in the past 6 months, having a regular doctor, and experience of visiting an intensive care unit (ICU). The household income for Japanese in Japan was converted to dollars using $1 = ¥140, based on comparative price levels of both countries in 1999. 43 Acculturation. In order to characterize Japanese Americans in a detail exceeding generational descriptions (i.e., Issei = first generation), we asked questions to assess respondents' degree of acculturation. The 6-item scale for measuring acculturation among Japanese Americans, modified from the Suinn-Lew Asian Self-Identity Acculturation Scale, 44, 45 yielded acculturation scores ranging from 0 to 100 (100 = most acculturated). These items included preferred language, self-designated ethnicity, location of respondent's birth and rearing, and the number of foreignborn parents and grandparents. 46 End-of-life Decision Making, Disclosure, and Attitudes. To understand end-of-life communication with one's physician, we asked,``Has a doctor ever talked to you about your wishes for medical care in the event that you become severely ill with a life-threatening illness?'' Those who answered``No'' were then asked,``Would you like to discuss this with your doctor?'' The preferred decisionmaking model was elicited by asking,``If you had a lifethreatening illness and could not make decisions for yourself, who would you want to make decisions about using life-sustaining machines?'' For respondents desiring a group of family or friends to make surrogate decisions, we asked whether they would be willing to choose a single individual.
To investigate preferences for disclosure of bad news, we offered a modified version of a case scenario used in a prior cross-cultural study by Blackhall et al. 8, 12 We asked the respondent whether the physician should disclose``the patient has a cancer'' (cancer diagnosis),``the patient will probably die from cancer'' (terminal prognosis), and who should make decisions. On the basis of focus group findings, disclosure using``non-verbal communication'' was added as an option to the terminal prognosis scenario. Attitudes toward end-of-life care were measured with 4 multi-item scales. Two 3-item scales measured willingness to use medical care to maintain survival in a permanent coma (Chronbach's a = 0.83) and willingness to withdraw care (a = 0.68). A 5-item scale assessed attitudes toward advance care planning (a = 0.88). These 3 scales were modified from items of Blackhall et al. 8 The autonomy preference scale measured subjects' interest in making decisions for themselves (a = 0.89).
Survey Procedure
The self-administered survey was carried out in 1997 for EJA, and in 1998 for JJA and Japanese living in Japan (JJ). The survey was mailed to EJA and JJA samples. The JJ sample received hand-delivered surveys. A follow-up postcard reminder and repeat survey mailing was sent to all nonrespondents. The Institutional Review Board at University of California, Los Angeles approved the survey protocol.
Statistical Analysis
Differences in categorical variables across the 3 cohorts were assessed using Pearson c 2 tests. Because age and gender differed significantly across the cohorts, all comparisons were adjusted for age and gender using logistic regression. The adjusted results for categorical variables are presented using the predicted probability from a model including age, gender, and cohort dummies. We used logistic regression to evaluate the independent effect of each cohort on the dependent variables of end-oflife discussion with a physician, decision-making model, and disclosure. End-of-life discussion with a physician was evaluated by dichotomizing``discussed or desired to discuss'' versus``would not desire to discuss.'' The 26% of respondents who chose``do not know'' were excluded from this analysis. A repeat analysis performed after collapsing those who chose``do not know'' and``would not desire to discuss'' did not substantially change the model. For the end-of-life decision-making model variables, those who answered``physician alone'' and``one individual'' were grouped together, and compared to those who preferred à`g roup.'' The variables for disclosure of terminal prognosis to the patient and to the family were dichotomized by collapsing nondisclosure with nonverbal disclosure, because neither is a standard practice in U.S. end-of-life care. Independent variables in the logistic models included: age, gender, marital status, years of education, household income, whether the subject lives alone, working status, religiosity, religious affiliation (Christian versus non-Christian), physical and mental HRQOL scores (0 to 100), whether the subject had 2 or more chronic illnesses, whether the subject had a regular physician, hospitalization in the past 6 months, and having ever visited an ICU.
Regression models of multi-item attitude variables used the same set of independent variables employed in the logistic regression models. Results were expressed as the adjusted mean of each cohort from this model. The comparison of adjusted values across the cohorts was conducted using Tukey-Kramer multiple comparison. All statistical analyses were performed using SAS, Version 6.
47
RESULTS
Five hundred thirty-nine EJA, 340 JJA, and 304 JJ responded to the survey with a response rate of 92%, 82% and 91%, respectively. EJA received more education than the other groups. JJA were more likely to be female, older, widowed, and to have lower household income and live alone. JJ were less likely to describe themselves as religious. The percentage of Christians decreased stepwise from EJA to JJ, while the proportion of Buddhists increased. Most EJA were Nisei (second generation) and Sansei (third generation), whereas JJA were mainly Issei/ Shin-issei (first generation) and Kibei (second generation raised in Japan). On the 0 to 100 acculturation score, EJA had a mean score of 69 and JJA had a mean score of 26. Japanese Americans reported more chronic conditions than Japanese in Japan. The mean physical and mental HRQOL scores gradually decreased from EJA to JJ. About half of EJA and JJA were covered by private insurance; all residents in Japan have universal insurance coverage. Despite universal coverage, JJ were less likely to report having a regular doctor ( Table 1) .
Discussion of End-of-life Care with Physician
Only 11% of EJA, 9% of JJA, and 6% of JJ had ever discussed end-of-life care with a physician, while 40% of EJA, 55% of JJA, and 54% of JJ desired such a discussion. Overall, similar proportions of each group had either discussed end-of-life care with a physician, or desired to do so. A substantial minority, 18% of EJA, 16% of JJA, and 23% of JJ said they did not want to discuss end-of-life care with their physicians; 31% of EJA, 20% of JJA, and 23% of JJ said that they``do not know'' if they desired to discuss end-of-life care.
Preferred Surrogate Decision-making Model for End-of-life Care
As seen in Figure 1 , 9% of EJA, 18% of JJA, and 12% of JJ would want the physician alone to make end-of-life care decisions if the respondents had a life-threatening illness and could not make decisions for themselves. A majority of each cohort preferred group surrogate decision making for life-sustaining treatments (75% of EJA, 57% of JJA, and 69% of JJ). However, JJA were somewhat more likely to want a single individual to make end-of-life care decisions (16% of EJA, 25% of JJA, and 19% of JJ).
Disclosing Bad News and Decision Making: The Case Scenario
More-acculturated respondents had much greater desire for informing patients of bad news. Compared to JJ, more EJA and JJA desired informing a patient of a cancer diagnosis. In contrast, almost all respondents desired informing family members of the diagnosis. These differences were accentuated in responses to the scenario of a terminal prognosis. Eighty-five percent of EJA desired informing the patient of impending death using words, compared to 63% of JJA and 36% of JJ. Consistent with the focus group findings, only 11% of EJA wanted the physician to use nonverbal communication in disclosing this information, whereas 23% of JJA and 31% of JJ chose this option. In contrast to Japanese Americans, about one third of JJ preferred to withhold the terminal prognosis from the patient. Most respondents desired that the family be informed of the prognosis; JJA and JJ more often wanted this done nonverbally ( Table 2 ).
The scenario also asked respondents who should make a life-sustaining treatment decision for the patient with a terminal prognosis. Acculturation was associated with a greater preference for the patient to participate in decision making (EJA, 93%; JJA, 86%; JJ, 78%). However, most respondents preferred some kind of group decision making (Table 2) .
Using logistic regression, we evaluated desire for an end-of-life discussion with a physician, surrogate decisionmaking model, and disclosure of a terminal prognosis to the patient and family after adjustment for demographic characteristics, health status, having a regular physician, recent hospitalization, and prior ICU visit (Table 3) . After adjustment, there were no significant differences between cohorts in desire to discuss end-of-life care with a physician. EJA and JJ were equally likely to prefer a group surrogate decision-making model, whereas JJA were less likely to elect this model (odds ratio, 0.63; 95% confidence interval, 0.41 to 0.97), choosing physician generation; Sansei, 3rd generation; others are later generations.
x Acculturation score ranges from 0 to 100; higher score indicates more acculturation. k P < .05. { HRQOL, Health-related quality of life measured by SF-12 on 0 to 100 scale; higher score is better.
alone or single surrogates more often. After adjustment, greater disclosure was associated with higher acculturation; compared to JJ, EJA had nearly 9 times the odds and JJA had nearly 3 times the odds of desiring that a terminal prognosis be communicated to the patient using words. With regard to disclosure to the family, EJA were more likely to desire disclosure of a terminal prognosis to the family using words than JJ, but JJA were not different from JJ.
End-of-life Attitudes
Attitudes toward end-of-life care varied with acculturation, with EJA having more-positive attitudes toward forgoing care and advance care planning. However, JJA displayed attitudes more aligned with traditional Japanese culture than even JJ respondents. Controlling for age and other demographics, EJA desired significantly less care to preserve permanent coma than did JJA (1.3 vs 1.7 on a 3-point scale; P < .001). EJA were more willing to withdraw care than were JJA and JJ (3.9 vs 3.3 vs 3.4, respectively on a 5-point scale; P < .001). JJA desired more care in adverse health states and were less willing to withdraw care compared to JJ, but the latter did not reach statistical significance.
EJA had significantly more-positive attitudes toward advance care planning, and JJA had significantly lesspositive attitudes compared to JJ (4.7 vs 3.7 vs 4.1, respectively on a 5-point scale; P < .001). The scores on the autonomy preference index, where a higher score indicates a greater preference for autonomy in decision making, showed EJA desire significantly more autonomy than JJ, whereas JJA desired significantly less (Table 4) .
DISCUSSION
There is no universal ethical standard for end-of-life care. In many countries, physicians rarely disclose a cancer diagnosis to patients, whereas disclosure is standard care in the United States. 48±50 Desire for nondisclosure also is found among ethnic minorities in the United States. 12 Controversy may develop when a minority patient or family acts on culturally-based values that are at variance with the U.S. norm. Japanese culture, which values harmonious group consensus and tacit agreement without verbal communication, contrasts sharply with the American values of self-determination and open discussion. 20,24±33 Our cross-cultural survey revealed that, despite acculturation, people of Japanese cultural heritage retain some traditional Japanese attitudes that influence end-of-life care and decision making, while they gradually adopt some U.S. norms.
Irrespective of nationality or acculturation, few respondents had discussed end-of-life care with their physician, although about half of subjects desired to do so. Unlike cultures that are averse to end-of-life discussions, 51, 52 our results indicated that Japanese and Japanese Americans alike accept the notion of communication about end-of-life care. The fact that few subjects had communicated with physicians, similar to the pattern in mainstream U.S. samples, 4, 53 suggests that fundamental barriers to endof-life discussion exist. One possible explanation is that discussing end-of-life issues is desirable but not a high priority for patients in the routine encounter. 53 Another possibility is physician incapacity to address end-of-life issues because of time constraints, lack of education, or psychological barriers to this sensitive topic. These barriers may transcend culture rather than being transcultural obstacles. All cohorts preferred a group decision-making model. Physicians should be aware that group decision making may be preferred when they treat patients of Japanese background. This family or group decision-making model is common throughout many cultures, especially in Asian * In addition to the cohort variable, the logistic regression model included the following variables: age, gender, marital status, residential status, years of education, household income, religiosity, religious group, physical and mental health ± related quality of life, number of chronic conditions, have a regular physician, hospitalization in the past 6 months, and visit to an intensive care unit. y Reference group: Japanese living in Japan.
OR, odds ratio; CI, confidence interval. * Attitude scores for multi-item scales computed as follows: preserve survival in permanent coma: 3-point scale (3 = desires care to preserve life in coma); willingness to withdraw life-sustaining care: 5-point scale (5 = more willing to withdraw care); willingness to participate in advance care planning: 5-point scale (5 = more willing to participate); autonomy in decision making: 5-point scale (5 = more autonomy). Adjustment included age, gender, marital status, household income, residential status, years of education, religiosity, religious group, have a regular physician, physical and mental health ± related quality of life scores, number of chronic conditions, hospitalization in the past 6 months, and visit to an intensive care unit. y Pair-wise comparison versus Japanese-speaking Japanese Americans, P < .001. z Pair-wise comparison versus Japanese living in Japan, P < .001.
x Pair-wise comparison versus Japanese living in Japan, P < .01.
cultures. 12, 54, 55 Even among mainstream U.S. samples, older individuals may prefer family group decision making, 56 and the importance of familial group integrity in end-of-life decision making is gaining recognition.
28,57±59
Conflicts may arise if a single surrogate decision-making model, as suggested in typical proxy directives, is imposed on Japanese-American families. Advance care planning should be flexible enough to allow the option of family and group involvement in decision making. Surprisingly, JJA, the less acculturated U.S. cohort, were more likely to designate a single decision maker than EJA. This may be due in part to this population's uniqueness as early immigrants, mainly first or second generation, who are less likely to have many relatives around them to form a group decision unit. Guided by traditional Japanese values of reservation and selfsacrifice, JJA, who were older and more likely to be widowed, may have hesitated to be a burden on rather distant relatives or acculturated children. Alternatively, JJA, due to their relative isolation in America, may have preserved the Japanese value structure in place at the time of emigration while the norms of JJ continued to evolve over the past several decades. Furthermore, because of language barriers, JJA may feel incapable of participating in decisions and thus entrust their physicians as proxy decision makers. The attitudes and decision-making model of JJA show that physicians must not simply assume that such older Japanese-speaking Japanese Americans desire family or friends to make their decisions. Inquiry about the patient's wishes is essential.
Desire for disclosure of bad news dramatically increased with acculturation. Not only whether news should be disclosed but also how it should be disclosed differed greatly among cohorts. In contrast to EJA, nearly one quarter of JJA preferred nonverbal disclosure of a terminal prognosis, and among JJ about one third desired nonverbal disclosure and another third wanted information to be withheld from the patient altogether. These results illustrate the complexity in communicating with the dying 60 Our results suggest that disclosure preference changes with acculturation but that wide variability exists within groups. For example, a 70-year-old Japanese-speaking female patient with terminal cancer may expect nonverbal disclosure while her acculturated son desires explicit disclosure and her husband demands protective nondisclosure. If American physicians are unaware of preferences for nonverbal disclosure among less-acculturated Japanese Americans or fail to provide explicit information to more-acculturated Japanese Americans, then miscommunication may occur, perhaps leading to conflict across generations or within the family. Yet, it is impractical to expect U.S. physicians to decipher the acculturation level and subtle preferences of Japanese Americans and in turn employ cues and nuances in disclosure of bad news. In addition, as our results suggest, stereotyping from generation and language imperfectly predicts communication preferences. The value of recognizing the vast cultural variation in disclosure and decision making lies in the chance to query these preferences before bad news must be revealed and before decisions are imminent. Prospectively asking patients in an open-ended, nonthreatening way (with translation help from a non±family member, if needed) can direct later physician communication. For instance, a physician (and translator) might approach a patient when family is not present and prior to a scheduled biopsy to say:``Many patients want their family directly involved in their important medical care decisions. I noticed that you like to have your important medical information shared with your family and for them to help in making decisions. When there is important medical information and decisions to be made, should I first come to speak with you alone, or to only your family, or everyone together?'' The physician might proceed to ask about disclosure of bad news in similar terms. This method retains respect for the patient (and the integrity of the clinician) while preserving the preferred cultural end-of-life care models.
We found acculturated Japanese Americans to be more willing to withdraw care and to have a more-positive attitude toward advance care planning. Our findings are consistent with previous anecdotal reports about Japanese attitudes toward death 20, 61 and Japanese physicians' attitudes toward continuing life-sustaining treatment. 62 Unwillingness to withdraw care is a common attitude of many ethnic groups
63±65
; as demonstrated in our study, these attitudes may evolve with acculturation.
Although the group decision-making model was preserved, EJA had greater desire for autonomy in decision making and had more-positive attitudes toward advance care planning. For this more-acculturated group, physicians' promotion of advance care planning may facilitate end-of-life care. Because of the strong preference for a group decision-making model, however, current forms of advance directives may be inadequate. A family consensus± based approach 66 to advance directive development and administration is needed for Japanese Americans and other group-oriented cultures. Our study has several limitations. First, there may be measurement differences between the English language and the Japanese language questionnaires despite efforts to eliminate contextual differences. Second, the survey asks theoretical questions that may not elicit subjects' authentic preferences about end-of-life care. However, the expected relationships of attitudes with acculturation and age provide some predictive validity, and there is little reason to expect differential validity of responses across groups. Third, our samples are not representative of all Japanese Americans and Japanese. The EJA sample was derived from community centers in the greater Los Angeles area, where Japanese Americans are highly concentrated. These individuals may be less acculturated than Japanese Americans living outside the area or nonmembers. Our sampling strategy would be expected to reduce the differences seen between EJA and JJ. Furthermore, JJA mainly consist of individuals from earlier generations living in the Japanese enclave, Little Tokyo. They may be a special group of Japanese Americans who, in many ways, appear to hold attitudes more consistent with classical Japanese culture than do the JJ. This hypothesis requires further exploration. However, the glimpse into this group's perspective reveals attitudes that may produce conflicts with mainstream U.S. health care providers.
These limitations are not unexpected in a multinational study of cross-cultural attitudes toward end-of-life care. Our data reveal that acculturation does not cause a complete conversion to the western model of end-of-life attitudes. Instead, preferences and attitudes change incrementally and unevenly. In addition, individuals of the same heritage may retain a wide range of views. Our findings suggest that a 65-year-old male of Japanese descent presenting as a patient to a U.S. physician may be a Sansei (third generation) Japanese American, a Shinissei (first generation) Japanese American living in the United States for 30 years, or a businessman recently arrived from Japan. Each would likely have different attitudes toward end-of-life care, yet retain a group decision-making model. A case-by-case approach enriched with an understanding of traditional Japanese values and the effects of acculturation can guide the interaction with patients of Japanese heritage. Individualized assessment and early discussion about preferences for decision making and disclosure will facilitate later communication and decisions.
